Introduction
This is the true story of a woman's life. Hamboulla* is 37 years old, a widowed mother and one of society's carers. She lives in suburban Birmingham with her aged parents and daughter Andriana. Her son Panikos, a University student is 20 years old.
Her father suffers from severe paralysis, terrifying hallucinations and memory loss, the results of a recent stroke; he rarely recognizes even his own wife. Partially blind and an insulin-dependent diabetic, this was once a strong, hard working man. Now tiny and frail, he sits all day in his rocking chair staring into space. Muttering in his own incomprehensible language of confusion, he patiently awaits his next meal or dose of insulin.
Hamboulla's mother, understanding little English speaks mostly Greek Cypriot. A plump, strong-minded woman, she appears more concerned with her rheumatic aches and pains than with the more serious problems ofthe family. Years of struggling in adversity to make ends meet, together with an inability to adapt to an alien culture have hardened this woman into apparent indifference towards those around her.
Andriana is a caring and affectionate 17-year-old. Born with cerebral palsy, she suffered incapacitating disabilities in childhood such as weak limbs and a speech impediment. Sadly having undergone years of progressive therapy, Andriana developed a lifethreatening disease which has left her emotionally and physically scarred.
Hamboulla has an older brother, Yanis, who lived with the family until a year ago. He is deaf, dumb, mentally unstable and suffers from osteogenesis imperfecta. Other members of the tragic family who have inherited this rare congenital disease include Hamboulla's father and one of her sisters. As a result of his increasingly violent behaviour, Yanis was moved to a home for the deaf, but still visits the family frequently.
Her parents and two children depend in various ways on Hamboulla who has become the pillar of strength of the family. Sadly her three sisters have, to this day, never assumed their share of family responsibility; this is partly due to their resentment of Hamboulla's apparently secure lifestyle in their parents' home.
This then is the story of one woman's inspiring struggle against fate and the shattering impact of illness and bereavement on her family. An underlying theme concerns the subtle cultural and social barriers confronting an immigrant Cypriot family in Britain. It is the story of the unremitting mutual love and *Fictitious names have been used throughout. protection of a mother and daughter who showed so much courage when any hope of happiness seemed lost. I have chosen where to begin this story; I will never know how it ends.
A family from Cyprus The story begins in a little village in Cyprus. The year is 1950. Here Hamboulla was born to a peasant family who lived with the chickens, pigs and two farm horses in a one-room house.
Hamboulla was such a sickly baby that the village witch doctor performed black magic to see if the baby was to survive. She cracked an egg onto a plate and placed a broad bean next to it; this she placed on the roof shaded from the sun. The next day if the egg had cooked before the bean the baby would live; on the other hand if the bean cooked first and the egg remained raw, she was certain to die. Fortunately for the infant Hamboulla the egg cooked first! Four years later, her 7-year-oldbrother fell off a cart onto his head and later developed an acute middle ear infection and fever. The connection between his accident and the infection is dubious, but was never to be forgotten by his protective mother. In the 1950s medical care in rural Cyprus was largely superstitious folklore; the local doctor tilled Yanis ears with mud and grass. It could have been this treatment that eventually caused Yanis to lose his hearing. Alternatively he might have developed osteosclerosis, as a result of osteogenesis imperfecta, which might also have led to his deafness. This series of events was to change the course of the family's lives radically: Yanis' mother was now determined that he must go to England for better medical treatment. Regretfully, it was not for another five hard years that the family could afford this heavy financial burden. At first the family stayed with a friend in London for 6 months. During this time Yanis was offered an operation which if successful would grant him hearing in one ear; at the same time if anything went wrong he ran the risk of brain damage. Yanis was also prescribed a surgical belt and special shoes to combat severe spinal curvature and a limp, as one leg was shorter than the other. Sadly, against his mother's wishes Yanis adamantly refused any treatment in superstitious fear that it would make him even worse. Consequently to this day Yanis remains severely crippled by the manifestations of his chronic bone disease.
Some time later the family travelled to Birmingham staying with various relatives. With fortune at last taking a turn for the better they were able to buy a fish shop which became their home for many years. Hamboulla meanwhile was struggling with her education. She moved from one school to another, constantly facing the problem of learning in a second language, and was teased unmercifully by her classmates. It is hardly surprising that she was eventually forced to leave school at fifteen and help with the family business.
Spyros
On 26 February 1967 at the age of 16 years, Hamboulla married Spyros, a local boy from Cyprus. This was an arranged marriage and took place in a Greek Orthodox church in Birmingham. A few months later the couple bought their own fish shop nearby where Panikos was born, a perfectly healthy baby boy. Within two years they bought a coffee bar and Hamboulla became pregnant again. Andriana was born in 1970, a fateful year as the business failed, forcing the family to return to live with Hamboulla's parents. The idea was to rent the fish shop while the parents would look for a house of their own. Her mother, however, could not cope with this upheaval especially since her husband had recently suffered a stroke. Consequently Hamboulla was soon feeling the added burden of having to care for her ailing parents. She was never to make a life of her own; this she often regrets.
One morning Spyros received a letter from his mother in Cyprus, in which she disowned him for refusing to help his sister financially. Apparently his sister had expected a share in the sale of his coffee bar which he could ill afford given the demands of his young family. This letter was to have tragic consequences. Spyros burned the letter in rage. That evening he developed a blinding headache, had a sleepless night and in the morning found himself paralysed. The family doctor immediately sent Spyros to the Neurology Hospital where a brain tumour was diagnosed. An emergency operation proved unsuccessful. When Hamboulla was informed that her husband had only 6 months to live she became hysterical, screaming that it could not be true. Even now she breaks down when recalling her husband's ordeal.
In the following 6 months Spyros was in and out of hospital for chemotherapy and radiotherapy. Alas, the treatment offered only temporary relief and Spyros left hospital to spend his last days with the people he loved. He became paralysed on one side, began to suffer increasingly violent epileptic fits and was visibly wasting away. Hamboulla remained at his side throughout, despite mounting responsibilities in her work and home life.
Spyros' last request was to return with his family to his childhood village in Cyprus. Having planned to stay for 6 weeks their visit was sadly curtailed by his worsening condition and they returned home where Spyros died shortly afterwards. It was 2 years since cancer was first diagnosed. He was 28 years of age.
Hamboulla meanwhile had become heavily dependent on large doses of tranquilizers in an attempt to numb her mind to the cruel reality. In this haze of drugs, grief and loneliness, the young widow turned away from a God who could allow this to happen. Hamboulla was never to pray again and her religion became meaningless.
The confused memory of her husband's funeral continues to haunt her. She bitterly resents the way it was arranged entirely by her brothers-in-law. She also tortures herself for not taking the children and giving them the opportunity to bid their father a final farewell. This she came to regret as the greatest mistake of her life. Above all, she could not come to terms with the letter from her mother-in-law which she blames for her husband's fatal illness, refusing even to open the coffin for the old woman at the funeral. Whereas it took Hamboulla about 6 months to accept the finality of her husband's death, her disabled brother Yanis was never to get over the shock. Becoming more and more introspective and depressed in his silent world Yanis now suffered a severe nervous breakdown. Having lived with the couple for so long he had evidently felt very close to Spyros. Shortly afterwards Hamboulla found him in the back room lying in a pool of blood, a butcher's knife clenched in his fist. He lived but never fully regained his mind, and thereafter was treated for many years as a schizophrenic, on high doses of antipsychotic drugs which Hamboulla feels may have done more harm than good.
Andriana
Andriana was 2 years old when her father died, but even at this stage her mother Hamboulla was noticing her slow development. Whereas her son had started walking at 11 months Andriana was still stumbling at 20 months. Hamboulla simply attributed this to the fact that all babies were different. However when she was 5 years old Andriana had plastic surgery to remove a 'fatty lump' on her nose. A second operation on her Achilles tendons was followed up with intensive physiotherapy. A year later speech therapy was required, as a hairline fissure in her hard palate caused air to rush out through her nose whenever she tried to speak. An optician detecting her 'wandering eye' prescribed a pair of thin-lens glasses and eye exercises eventually controlled the problem.
It was only 3 years ago that Hamboulla learned that Andriana was born slightly spastic and had neurofibromatosis. She is naturally bitter that she was not informed much earlier. It was later revealed that Spyros had also suffered from mild neurofibromatosis; Hamboulla remembers the 'cafe au lait' patches covering his legs.
As a child Andriana had weak limbs, a peculiar nasal voice, a strangely shaped nose and wore pink National Health glasses. Not surprisingly she was bullied in school and often chased home in tears. She developed a nervous giggle which embarrassed her brother to such an extent that he refused to take her out; to this day Andriana's giggling infuriates her mother. Throughout her childhood Andriana suffered regular inexplicable headaches which might have been indicative of her stressful insecure little life. She was also victimized by teachers and on one occasion the school Board of Governors actually suggested to Hamboulla that Andriana should leave and attend a school for spastics. Andriana's academic ability could not be disputed, she simply had a weakness in her writing arm. Hamboulla was so enraged by this unfairness that she created a scene at the school. This early example of Hamboulla's tremendous love and motherly protection for her vulnerable child resulted in Andriana remaining at the school.
Sadly, because of Hamboulla's over-protectiveness of Andriana, Panikos unlike his sister, was rarely taken out or given presents. Gradually and insidiously it seems that quiet, loving Panikos became simply part of the background in the family home. Yet it was he who was inwardly suffering from the grief of his father's death, the father Andriana had never known. He was undemanding, not wishing to burden his mother with his own worries. As a result throughout his childhood Panikos received much less of his mother's love and attention than did his sickly little sister.
At last the effects of years oftherapy began to show and Andriana grew in strength and confidence. Then one day she developed a severe sore throat and swollen neck which showed no improvement even after three consecutive antibiotic courses. In the subsequent 6 months she deteriorated until she could no longer swallow, so her mother took her to the Children's Hospial where a tissue biopsy was immediately taken. Two days later, Hamboulla was told that Andriana had Hodgkin's lymphoma.
Hamboulla speaks of this as the worst experience of her whole life. For the second time cancer had struck her family and she recoiled in terror from the news. While realizing that for Andriana's sake she had to be strong, she felt totally numb as ifher world had fallen apart. Against Hamboulla's pleas the doctor broke the news to Andriana, feeling the need to be honest with her. She was old enough to be told the truth and it would help her to understand her condition and treatment. Andriana was 13 years old. For 9 months she received chemotherapy and radiotherapy which she can only describe as a 'living nightmare'. For her mother it all brought back painful memories of Spyros' similar experience and it was a miracle that she could keep on going.
Andriana eventually recovered, thin and frail after 2 cruel years of sickness. There were times when her small body would collapse under the severe effects of drugs and radiation. She took as much as she could handle and sometimes more. Once she had a fever and vomited blood for an entire week, while at other times her whole body would react in a sore, burning rash. She has a scar on her chest from a sternal puncture and found it hard to understand how 'sticking a big needle into my chest' could make things any better. Her spleen became enlarged and her neck was swollen and rubbery for months. For two years Andriana had a home tutor, being too sick to attend school. During this time she developed an interest in practical arts, in particular embroidery, tapestry and poetry. Andriana now takes the contraceptive pill to give her periods like other girls. She will never be able to conceive as the intensive treatment damaged her ovaries permanently, but she does not regret this, feeling that she will always be dependent on her loving mother.
To avoid any mistakes Hamboulla made charts of the various medications taken by Andriana. She bitterly resents the cruel blow of fate which struck her daughter just as her health was improving. Panikos meanwhile remained loyal and never stopped caring or worrying for his poor sister's life.
Final impressions
There appear to be several themes running through this story, which lead to a better understanding of Hamboulla's life today.
First, cancer had a fundamental impact on the lives of these people. This disease killed Hamboulla's husband and later threatened her daughter's life. In 1986 her father received treatment for skin cancer so it is hardly surprising that Hamboulla feels a personal animosity towards this insidious malignant disease.
Journal of the Royal Society of Medicine Volume 83 April 1990 251 Following her recovery from Hodgkin's disease Andriana had 2 years of 3-monthly scans for secondary tumours and signs of neurofibromatosis, which have now become 6-monthly checks. Hamboulla lives in fear of recurrence, rushing to the Children's Hospital recently with every bout of tonsillitis that Andriana has suffered. As a long-term course of antibiotics proved ineffective a tonsillectomy was performed. Hamboulla is only now coming to terms with the possibility that her daughter might be finally cured of cancer. Andriana told only her best friend about her Hodgkin's disease and Hamboulla kept it secret from Spyros' relatives who superstitiously believed that the family must have sinned greatly to be cursed by God with so much misfortune.
Andriana shares her mother's resentment against the in-laws who put money before people, never forgiving Spyros' mother (who died in Cyprus several years ago) for sending the letter which they attributed to his sudden illness. Could it be that in reading such a stressful letter Spyros experienced a massive rise in blood pressure which triggered a dormant brain tumour? The explanation will never be known.
Andriana was shocked to discover that her mother never told Spyros he had cancer. He once asked Hamboulla why he needed an operation for a stroke but she was unable to answer. Although Spyros had a fear of 'The Big C', was it right to keep him in ignorance of his condition when it was to cause a barrier between them? When he was dying, Spyros told Hamboulla of how 'a lady all in white' appeared to him, calling him to go with her. She thought he was dreaming but when he closed his eyes it was for the last time.
She cries when recalling this and brings out her photographs. In some her husband's face is puffy from steroid treatment while others taken nearer the time of his death show him thin and gaunt outside his childhood home in Cyprus. Although she has been courageous and carried on to hold her family together Hamboulla never really recovered from her tragic loss.
Another theme is Hamboulla's relationship with her parents and brother. As a child she travelled with her family from Cyprus to England where she struggled with a new language and culture as they moved from one home to another. Throughout her life she was closer to her father than her mother but since his stroke he was never the same person, becoming like a totally dependent child.
Since the death of Spyros, Yanis has attempted to take his own life on three occasions: each time it was Hamboulla who found him. He has been in prison for unruly behaviour and is too demanding for one person to assume complete responsibility. Hamboulla had tried to 'adopt' him as a third child and teach him to behave normally but a year ago he attacked and tried to kill her. Panikos then made his mother promise that Yanis would never live with them again so he now lives in a home for the deaf, visiting Hamboulla once a week with his washing. Not one of her sisters ever helped Hamboulla in her times of need and this rift grew after Spyros died when they were no longer united even at Christmas. When their parents sold the fish shop five years ago and bought their present home they wrote a will leaving this house and its contents to Hamboulla. This was the final bone of contention and focus of resentment for her sisters. When Hamboulla really needed a close friend and confidante her sisters failed her.
What of Hamboulla's life today? She has no employment as she is fully occupied in caring for her family and has never learned to write English as well as she speaks it. Her father's blood sugar has to be checked and his two daily insulin injections remembered as he has suffered from diabetes for 5 years. Had he accepted laser therapy for his retinopathy, his visual deterioration could have been halted. Regretfully he maintained his stubborn primitive beliefs and his attitude towards modern medicine has influenced Yanis who also could have done more to help himself. The poor old man also contracted bronchitis and pneumonia which nearly killed him.
Hamboulla's mother had a hysterectomy some time ago and now suffers from rheumatoid arthritis and a prolapsed bladder. The steroids taken for her rheumatic pain caused a stomach ulcer which gave her further discomfort. She now takes analgesics instead but complains repeatedly that these milder drugs do not control the pain. Hamboulla once said that her mother feels she has something seriously wrong with her, which the doctors would only discover 'if they cut me in half straight down the middle'. The most surprising thing of all is that Hamboulla never became ill herself. Life would surely fall apart for the family if that were ever to happen.
Conclusion
In a series of eight visits during the year I listened to many intriguing and moving tales of one family's memories and observed the nuances of a very close but at times antagonistic relationship between Hamboulla and Andriana. I administered insulin to a sad, pitiful old man lost in his world of solitude which none of us can enter and observe. Somehow I pieced together these fragments of words and images and the more revealing non-verbal communications into a story which will hopefully touch upon reality.
On so many occasions in attempting to understand Hamboulla I felt I had overstepped the mark of sensitivity. At times she wept over the death of her young husband, and I felt painfully aware of my inadequacy as a friend as I could only offer the empathy and support of any kind passer-by. It is so sad that she had no-one to turn to throughout all her problems besides a daughter whom she would not burden.
I will never forget how this mother and daughter from a tiny village in Cyprus struggled on cheerfully in the face of such adversity. Should Hamboulla choose to read this, her story, I know she will smile and say, 'That's how it was but I'm still happy that the egg cooked first!'
Epilogue
Sadly since the time of writing Hamboulla's father had a second stroke and died within days. This was the tragic loss of a dearly loved member of the family.
A recent routine scan revealed a large lump in Andriana's neck and a doctor on first examination told Hamboulla that it was a recurrence of Hodgkin's lymphoma. Fortunately, further tests proved negative and revealed a benign recurrence of neurofibromatosis. No treatment was necessary. After 3 years of remission this premature judgment caused unnecessary anguish for the family.
After recovering from her illness, Andriana stopped writing poetry. She has now successfully completed a General Studies course at a local college and has been accepted for needlework at another college.
